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News and notes

Announcing the April special issue...

Ethics and the new genetics

The April issue of the Journal of Medical Ethics will be a
double issue of about 25 papers dedicated to the subject
of ethics and the new genetics. The guest editors are
Professor Bob Williamson and Associate Professor
Julian Savulescu of the Murdoch Institute for Research
into Birth Defects, Melbourne, Australia.

This special issue will be of interest and benefit to a
wide cross section of clinical and non-clinical profes-
sionals at a time of rapid and profound change in this
area.

It comprises peer-reviewed articles covering a wide
range of issues: ethical problems raised by the prospect
of human cloning, ethical and social issues around
genetic screening and preimplantation diagnosis, ge-
netic testing in the wider arena of justice, and more.

Forthcoming titles in this issue include:
¢ Indigenous people and the morality of the Human
Genome Diversity Project
Michael Dodson and Bob Williamson
¢ Human cloning and child welfare
John Harris and Justine Burley
* Can we learn from eugenics?
Daniel Wikler

e Beware! Preimplantation genetic diagnosis may
answer some old problems but it also raises new
ones
Heather Draper and Ruth Chadwick

* Genetic privacy: orthodoxy or oxymoron?

Veronica English and Ann Sommerville

¢ Should we clone human beings? Cloning as a source
of tissue for transplantation
Fulian Savulescu

* Preimplantation genetic diagnosis and the “new”
eugenics
David King
Other titles include: Does justice require genetic

enhancement?; Genetic screening with the DNA chip: a

new Pandora’s box?; and Kids not case studies: a

parent’s perspective of genetic counselling.
Non-subscribers to the Journal of Medical Ethics will

be able to purchase an individual copy after publication

(UK price £10 per copy including postage; overseas

£12 per copy [$19 in the US] including postage. Please

contact the Subscriptions Fulfilment Department, BMJ

Publishing Group, BMA House, Tavistock Square,

London WC1H 9JR, UK: tel 0171 383 6270, fax 0171

383 6402, email subscriptions@bmjgroup.com.

News and notes

Change of address

The Editor of the journal wishes to alert readers and contributors to the journal’s new address: Journal of Medical

Ethics, 36 West Towers, Pinner, Middlesex HA5 IUA.




30 Conditions required for a law on active voluntary euthanasia: a survey of nurses’ opinions in the Australian

Capital Territory

duty of elected representatives to reflect the views
of their constituents, it would appear they have
shown themselves remiss in this duty. However, if
they are sages who are elected to lead the commu-
nity, they may be satisfied that they are doing their
duty towards their constituents. If the parliamen-
tarians are to be wise, they need to be appropri-
ately informed and surveys of health practitioners,
who have been confronted by the dilemmas of
euthanasia in their daily work, can help to provide
this information.
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News and notes

Special safeguards must be implemented to protect peo-
ple with mental disorders from genetic testing that would
not be beneficial to those people, says the Nuffield Coun-
cil on Bioethics. In the council’s report, Mental Disorders
and Genetics: the Ethical Context, the ethical implications
arising from genetic research and how the research is

Mental Disorders and Genetics: the Ethical Context

applied are reviewed on the basis of the fundamental need
to preserve human respect and human dignity.

The report is available from the Nuffield Council on
Bioethics, 28 Bedford Square, London WCI1B 3EG,
price £20.00 inc p&p within Europe (+£3.50 per copy
outside Europe).
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Journal of Medical Ethics for their insightful
suggestions.
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Ethics of Clinical Research in Developing Countries

The Nuffield Council on Bioethics is to hold a two-day
workshop, February 22-23 1999 on the ethics of clinical
research in developing countries. Amongst issues
addressed will be: the adequacy of existing guidelines;
the ethics of externally funded research in developing
countries; the ethical issues highlighted by AIDS
vaccine trials; non-therapeutic research and consent,
and what happens once research is completed.

The workshop will be funded by the Medical
Research Council, the Wellcome Trust and the UK

Government Department for International Develop-
ment.

For further information please contact: Dr Sandy
Thomas, Director, Nuffield Council on Bioethics: 0171
631 0566; Liz Morgan-Lewis/Dawn Duncan, Medical
Research Council press office: 0171 637 6017/6011;
Catherine Nestor/Noorece Ahmed, Wellcome Trust
press office: 0171 611 8846/8540; Lisa Louis, Infor-
mation Officer, The Department for International
Development: 0171 917 0680.
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Journal of Medical Ethics - http://lwww.jmedethics.com

Visitors to the world wide web can now access
the Journal of Medical Ethics either through the
BM] Publishing Group’s home page (http:/
www.bmjpg.com) or directly by using its individual
URL (http://www.jmedethics.com). There they will
find the following:

Current contents list for the journal

Contents lists of previous issues

Members of the editorial board

Subscribers’ information

Instructions for authors

Details of reprint services.

A hotlink gives access to:

o BM] Publishing Group home page

® British Medical Association website

® Online books catalogue

® BM] Publishing Group books.

The web site is at a preliminary stage and there are
plans to develop it into a more sophisticated site.
Suggestions from visitors about features they would
like to see are welcomed. They can be left via the
opening page of the BMJ Publishing Group site or,
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Health Care Issues in Pluralistic Societies

A seminar on Health Care Issues in Pluralistic Societies,
organised by the International Programme in Bioethics
Education and Research, will be held in Nijmegen, the
Netherlands, 2 - 6 August, 1999.

Special attention will be paid to European traditions
in health care ethics. All lectures and plenary sessions
will be held in English.

Price: Dfl 950.
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it is imperative that educational activities that deal
specifically with ethical realities should be made
available to physicians. Such activities can be
designed to help them openly share and discuss
their experiences of ethical dilemmas in their
medical practice.

As in any study that relies mainly on data
obtained from self-administered questionnaires,
caution should be taken in drawing general
conclusions from the results of this study.
However, the findings presented here provide an
insight into the influence different roles may have
on how individuals perceive the same thing.

To obtain a clearer picture of the ethical
considerations in our hospitals, it is recommended
that further studies be conducted in this area. An
ideal, comprehensive study would be one that
included the views of both professionals and
patients. It is further suggested, that studies be
conducted to address different issues using differ-
ent statistical techniques and/or that a more
detailed study of the same issues addressed here
be undertaken.

Khalid Saad Bin Saeed, PhD, is currently an Associ-
ate Professor, Master’s Program in Hospital and
Health Administration, College of Administrative Sci-
ences, King Saud Universiry, Rivadh, Saudi Arabia.
He obtained a PhD in Health Policy and Adnunistra-
tion from the Untversity of North Carolina ar Chapel

Hill, USA. He is the immediate past Executive Direc-
tor of King Khalid University Hospital, an 800-bed
teaching hospital affiliated 10 King Saud University’s
College of Medicine. He is a member of the
International Society for Quality Assurance.
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Teaching Research Ethics
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ter Center, Indiana University, 618 East Third Street,
Bloomington IN 47405; tel: (812) 855-0261; fax: 855-
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recounts the agony and the challenge
of being with his father who lay for
hours “sweating, gasping for breath,
gurgling - but not dying” after life-
prolonging procedures were with-
drawn. In between these two major
events, he struggled to unravel the
issues inherent in helping patients to
die. To facilitate the process he
entered into the lives of people who
were actually confronting the question
of suicide - by their own hand or with
assistance - when life became intoler-
able. Quite deliberately he became
personally engaged in their struggle,
lived alongside them in their search for
an answer. He shared their last hours,
witnessed others assisting their deaths,
was challenged to assist himself.

The resulting book does not shirk
the difficult questions; it does not
sanitise the pain. In short it deals with
real life ethics rather than the theoreti-
cal. Indeed, the grainy photographs
accompanying the text somehow un-
derline the reality of these situations -
like snaps taken to capture precious
moments with a friend. It looks at the
reality of such situations: the difficulty
of deciding whether it is simply
depression speaking when a patient
asks for death; when such a request is
premature. It describes at first hand
the horror of failed efforts at suicide or
attempts to assist a death only to have
the patient fighting to live at the elev-
enth hour. It recognises the potential
for abuse in physician-assisted suicide
and the problems of building in
adequate safeguards.

Shavelson concludes that the
present system fails the terminally ill
and the severely disabled. The very
fact that so many patients are seeking
suicide demonstrates its inadequacy.
The lengths to which these people are

prepared to go underlines the urgency
of the need to provide for their end.
But when provision rests with the
patient or his/her family, there is a
great potential for disaster, guilt and
legal repercussions. And it is a disaster
if a person reaches a point where he
has gone through the whole process of
suicide - the decision and the act - and
it fails. Furthermore, suicide excludes
those too weak or disabled to take
matters into their own hands. The
author concludes that having a profes-
sional take charge would seem so
much more humane and reliable. He
therefore examines a compromise
course: the proposal that doctors
should prescribe lethal doses of drugs
like Seconal to ensure a more certain
death. He ends with a consideration of
a blend of “Hospice and Hemlock,” a
development which requires modifica-
tion of the law but which offers
protection for doctor and patient.

Although this is a book which will
appeal to people from all walks of life,
Shavelson directs certain challenges
straight at his medical colleagues. The
profession, he contends, “appears to
turn its back on these horrible mo-
ments (during the last stages of
illnesses) in order to keep its inten-
tions pure”. He forces the clinician to
turn around and face the issue four-
square.

No thinking person can fail to be
moved by this slim volume but some
serious students might well be irri-
tated by small deficiencies such as
loose referencing, the absence of an
index, the use of terms which con-
found rather than clarify. Others will
find the text strangely jarring in places
where the thought processes of the
author and the reader take them in
different directions. But the strengths

of the book far outweigh its weak-
nesses, with challenges as relevant in
the UK as they are in the USA.

As he sat with a dying friend over
whose head he had himself slipped a
black plastic bag, Shavelson admits to
a great sense of loneliness. But he was
not really alone, he was “with hun-
dreds of other families who have faced
the anguish of similar dilemmas, in
hiding, inexperienced and without
adequate guidance ... forced to decide,
and to act, alone”. Together they
arrived at “one common thought.
That this is not how it should be.” For
anyone who will hear this cry, anyone
who will accept the inadequacy of the
present system, this book makes so-
bering and compelling reading.

HAZEL E MCHAFFIE
Research Fellow, Medical Ethics, University of
Edinburgh and Deputy Director of Research,
Institute of Medical Ethics
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